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ABSTRACT 

This report describes a national survey of 
organizations of and for parents of children and adolescents with 
serious emotional disabilities. The telephone survey located 207 
parent organizations of which 26.7 percent were publicly affiliated 
and 72.9 percent were either private, non-profit, or informally 
organized. About 54 percent were part of national organizations and 
42.5 percent were affiliated with state or local organizations. 
Organizations were located in all but three states. Almost all (99 
percent) of the organizations provided information/education 
services, parent training (88.9 percent) and advocacy activities 
(85.5 percent). Most provided direct assistance (79.2 percent) and 
support, groups (63.3 percent). Approximately 95 percent provided 
services to professionals. Programmatic difficulties idehcified 
included involving parents and developing leadership. Most 
organizations found it easier to establish working relationships with 
local than with state l^vel agencies. The average age of the 
organizations was 14.2 years (though 27.1 percent had been 
established in the 4 years prior to the study) . Service delivery 
issues were identified in the areas of service comprehensiveness, 
service quantity, interagency coordination, ai.d access to services. 
Tables and figures detail the findings. Survey forms are appended. 
(DB) 
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INTRODUCTION 



This report describes a study of organizations of and for parents of children and 
adolescents with serious emotional disabilities. The study was jointly conducted by 
the Technical Assistance for Parent Programs (TAPP) and the Research and Training 
Center on Family Support and Children's Mental Health at Portland State University 
in Portland, Oregon. This study was conducted from July 1985 to February 1986 and 
was coordinated by the Research and Training Center. 

The primary purpose of the study was to locate and describe organizations of and for 
parents of children and adolescents with serious emotional disorders. Although family 
groups and organizations that provide emotional support, information and advocacy 
serve an important function in many disability groups, little was known about the 
extent to which families whose children have serious emotional disabilities were 
separately organized or were included in multi-disability organizations. This 
information was needed to establish a baseline of current participation, to identify 
barriers to starting and maintaining parent organizations, and to learn about the 
technical assistance and information needs of existing groups. Information was 
gathered about the history of these parent organizations' activities and services, 
program operation issues, development of training programs and materials, and plans 
for the future. An immediate, practical use of the data was publication of a national 
directory, which lists and describes these organizations and their services (Yoakum & 
Friesen, 1586; Norman & Friesen, 1988). 



METHODOLOGY 

Definition of Parent O rganization 

The study focused on parent groups and organizations that provide selected services to 
parents of children with seJous emotional disorders. These services were those often 
not provided by social ser :je, mental health, or educational agencies, including: (1) 
information and education for parents about topics such as the nature of emotional 
disorders in children, the rights of children and parents under P.L. 94-142, the 
Education for All Handicapped Children Act (1975), and referral to other information 
sources; (2) parent training services, including information about coping effectively 
with their children's needs and behaviors and how to effectively advocate at the case 
and/or systems level; (3) advocacy services, in helping individual families obtain 
necessary resources and services or promoting system change to improve services for 
children with disabilities; (4) parent support groups emphasizing provision of 
emotional and tangible support (as distinguished from groups designed mainly to 
improve parenting ability); (5) direct assistance, such as respite care, homemakcr 
services, child care, transportation, food, shelter and financial assistance. 
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Educational, mental health or social service agencies were expected to provide some of 
these services to parents and thus qualify for inclusion in the study. Formal service 
organizations were included if their services: (1) were available to all parents of 
children with emotional disabilities in their service area; (2) involved an identifiable 
parent group or entity; and (3) were not restricted to parents who were or would 
become clients of the agency. 



pqt? rnnection Procedures 

The data were collected through a two-stage telephone survey process. The first stage 
involved screening organizations to determine their appropriateness for an interview, 
gathering names of other organizations to include in the survey, and scheduling the 
telephone interview. The telephone interview was scheduled with the d'rector or a 
primary contact person approximately two weeks after the screening call. In the two 
weeks before the interview, potential respondents received a letter explaining the 
survey and a copy of the interview guide. Through this process, 207 parent 
organizations were identified and surveyed. All organizations identified were 
included in the study to obtain as much information as possible regarding the extent 
of involvement by parents of children with emotional disabilities. Copies of letters to 
organizations, telephone screening instruments, interview guide and other related 
survey materials are included in the Appendix. 

At the time of the study, the Technical Assistance to Parent Programs (TAPP) Project 
was organized into four regions in the United States. Screening calls and telephone 
interviews were conducted by personnel from three of the four TAPP regional centers. 
Research and Training Center staff conducted most of the screening and telephone 
interviews in the Northeast region. 



ANALYSIS 
Auspice 

This category includes parent organizations' affiliations, form of government and 
funding sources. Fifty-five parent organizations (26.7 percent) described themselves as 
publicly funded or affiliated and 151 (72.9 percent) reported that they were either 
private, non-profit, or not formally constituted as an organization. Eighty-eight 
percent of the organizations stated that they had a policy-making board. 

Of the 207 parent organizations in the study, 1 1 1 (53.6 percent) were part of a 
national organization and 88 (42.5 percent) were affiliated with state or local 
organizations. Twenty-six groups did not identify themselves as part of a national, 
state, or local organization but were affiliated with other organizations such as 
churches, school systems, the U.S. Army, United Way, local coalitions and child 
advocacy groups. Table 1 displays the most frequently reported national and state 
affiliations. At both the state and national level, Mental Health Associations were the 
most frequently mentioned. 
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Table 1 

ORGANIZATIONAL AFFILIATIONS 
OF PARENT ORGANIZATIONS 



National Organization 

N ^ 

National Mental 38 35.2 
Health Association 

Technical Assistance 20 18,5 
for Parent Programs 

National Association 

for Protection and 11 10,2 

Advocacy 

National Alliance for 8 7,4 
the Mentally 111 

Association for 6 5,6 

Children with Learning 

Disabilities 

National Association 6 5,6 

of Retarded Citizens 

National Parent Chain 5 4.6 

National Council 

Community Mental 4 4,6 
Health Centers 

(Separate Organizations 

mentioned once or twice) Jil 9,2 



State 



Mental Health 
Association 

"This is the state 
organization" 

Association of Retarded 
Citizens 

Alliance for the 
Mentally 111 

State Mental Health 
Dept. 

Association for Children 
with Learning Disabilities 

State Council 
Community Mental 
Health Centers 

United Cerebral 
Palsy Association 

Total 



N 
25 

18 



2 
61 



5<i 
41.0 

29,5 

8,2 

4,9 

4,9 

4.9 

3,3 

3,3 
100.0 



Total 



108 



100,0 
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Funding 

Respondents were asked to list the three major sources of funding for their 
organizations. Figure I reflects the responses and major categories of funding. Many 
organizations depended on several sources of revenue. Over half (53.1 percent) 
received some revenue from individual donations; the second largest source was state 
contracts or grants (49.3 percent). Federal grants comprised the third most frequent 
funding source (45.9 percent). Seventy organizations (33.8 percent) had membership 
fees and 46 (22.2 percent) charged a fee for service. About one-quarter of the 
organizations reported foundations as one of the most important sources of support; 
cities, counties and private organizations also provided funding through grants and 
contracts. Some important resources listed by parent organizations and contained in 
the "other" category include United Way (18.4 percent), fundraising (3.4 percent), and 
sources such as school districts or special events. 



Geographic Area Served 

Parent organizations were located in all but three states and served widely varying 
oeographic areas as illustrated in Figure 2. The geographic domain of these 
organizations ranged from a single city (21 organizations, or 10.1 percent) to 
nationwide (one organization). Eighty-four organizations (40.6 percent) provided 
statewide services within a single state. Slightly more than 20 percent served single 
counties and a similar percentage served a region within a state (two or more 
communities or counties). Four organizations (1.9 percent) reported serving several 
states and the one organization claimed a national service area through distribution of 
written materials. 



Population Focus 

Another question examined the extent to which organizations provided services 
exclusively to parents of children with emotional disorders, or to those with all types 
of disability. Sixty (29.0 percent) of the 207 organizations exclusively focused on 
emotional disorders and did not include other disabilities. Only nine organizations 
(4.3 percent) specifically served parents of children with emotional disorders. Services 
were provided only to parents with children under age 21 and addressed only mental 
or emotional disabilities. Those organizations serving families of children with a wide 
range of disabilities (71.0 percent) tended to have developed in response to P.L. 94-142 
(Education for All Handicapped Children Act) and maintained an emphasis on the 
public schools and special education services. 

The distribution of disabilities addressed by the responding organizations is displayed 
in Figure 3. By definition, all parent organizations (100 percent) in the study 
provided at least some service to families whose children had serious emotional 
disorders. After emotional disorders, the childhood disabilities addressed by the 
greatest number of organizations were mental retardation/developmental disabilities 
(65 percent) and learning disabilities (64 percent). Other disabilities addressed by 55 
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Figure 1. 

Sources of Funding for Parent Organizations 
(Top Three Sources Listed by Each) 



Individual donations 
State Grants/contracts 
Federal Grants/contracts 
Membership fee 
Foundation Grants 
Fee for Service 
City/county-Grants/contracts 



Private Organizations- 
Grants/contracts 



Other 
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25. 6X 




22.2% 



49. 3X 




53. iX 




n 

110 

102 

95 

70 

53 

46 
36 

34 
71 



Figure 2. 

Geographic Area Served By Parent Organizations 




f'ig^f^e 3. . n 

Number of Parent Organizations Addressing Specific 

Childhood Disabilities n 




io 60 percent of organizations surveyed were autism, physical handicaps, chronic 
physical illnesses, and hearing and visual impairments. Twenty-nine percent of the 
organizations either addressed all disabilities or other populations such as children 
who have been abused, are gifted, or have speech impairments. 

Figure 3 displays the number of parent organizations thbt provided any service to 
families whose children had serious emotional disorders, but does not give information 
about the relative emphasis given to these families. To gain this information, 
respondents from each parent organization were asked to estimate the percentage of 
parents of children with serious emotional disorders within the total number of 
parents served. These estimates are displayed in Table 2. The population served by 35 
percent of the organizations (N-73) consisted of 10% or fewer families of children 
with serious emotional disorders. Only 8.2 percent of the organizations (N-17) served 
these families exclusively. Eight of these 17 organizations included families of 
children who were no longer minors. Thirty-seven organizations (17.9 percent) were 
unable to estimate the percentage of services provided to parents of children with 
emotional problems. 

The number of parents served and the primary type of service varied widely among 
parent organizations. As shown in Table 3, the number of parents served ranged from 
zero to over 5,000 per year in each service category: (1) face to face services, (2) 
information and referral, and (3) mailed written material. More than 65 percent of 
the organizations (N-136) published a newsletter or bulletin. 



Goals 

Organizations were asked to describe their original goals or purposes. Within ide 
range of responses, the strongest emphases were on community education, pare 
education and training, support, advocacy, and information. When asked about 
changes in goals over time, most organizations had not changed their primary service 
goals but had increased the number of clients served or number of services provided 
within a particular service area. 



Services Pro vided to Parents 

Respondents were asked a series of questions about five major types of services: (1) 
information/education regarding disorders, referrals and rights of parents and 
children; (2) parent training including coping and advocacy; (3) advocacy activities on 
the case or systems level; (4) support group sponsorship; and (5) direct assistance, such 
as respite care, child care, transportation or homemaker services. The responses to 
these questions are summarized in Table 4. 

Information/Education. All but two parent organizations provided some type of 
information or educational service to parents. These services include information 
about emotional disorders (78.8 percent), referrals to other sources of information or 
services (95.7 percent), and information about the rights, under P.L. 94- M2, of children 
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Table 2 



PARENTS OF CHILDREN WITH EMOTIONAL DISABILITIES 
AS A PERCENTAGE OF TOTAL NUMBER OF PARENTS SERVED 



Percent of Parents Number of Organizations 

Served Whose Children have 

Serious Emotional Disabilities 2a 

1-10% 73 35.3 

11-20% 26 12.6 

14 6.8 

10 4.8 

8 3.9 

5 2.4 
2 1.0 

6 2.9 
8 3.9 
1 0.5 

17 8.2 

22 iLi 

207 100.0 
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Table 3 



NUMBER OF ORGANIZATIONS PROVIDING DIRECT SERVICE 
TO PARENTS BY SERVICE TYPE 



ERIC 



Number of Organizations Providing Service 
to Parents in Each Category 

51 101 501 1001 Over 

Tvpe of Service None 1-50 to 100 ?0Q tP 1090 ifi-iiM mO. 

Face-to-Face Service 27 32 19 74 27 22 6 

(Support Groups, 
workshops, etc.) 

Information and 46 23 11 63 31 31 2 

Referral 

Mailed Written 69 \4 " 7 50 19 39 9 

Materials (news- 
letters, brochures) 
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Table 4 
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NUMBER AND TYPES OF SERVICES PROVIDED TO PARENTS 

N=207 



fservire?; Provided 

Information/Education 

Information regarding emotional 
disorders of children 

Referrals to other sources of 
information 

Information about the rights of 
children and parents under P.L, 94-142 

Parent Training 

How to cope effectively with the needs 
of children and adolescents with 
emotional disorders 
How to be effective case advocates for 
their own children 

How to be effective systems advocates 



emotional disabilities 



Support Groups 



Focus on issues regarding children's 

needs and behavior (emotional disorders only) 

Focus on issues regarding children's 
needs and behavior (all disabilities) 

Emphasize parents' needs and issues 
(emotional disorders only) 

Emphasize parents' needs and issues 
(all disabilities) 



Direct Assistance 



Assistance to parents in dealing v\«^th 
strAcc agencies or the public schools 

Respite care 

Homemaker service 

Child care 

Food, shelter, money 
Transpcrtation 



fx 



%. Total 2i 
205 99.0 

159 76.8 
198 95.7 
162 78.3 



123 59.4 

139 67.1 
111 53.6 



Advocacy Activities 

Case advocacy-help individual families 

of children with emotional disturbances get IMi 

needed services 

Systems advocacy-work to improve 

services for all chUdren with 1^-^ 



52 25.1 

78 37.7 

56 27.1 

82 39.6 



143 69.1 

21 10.1 
8 3.9 

25 12.1 

14 6.8 

22 10.6 



184 88.9 



177 85.5 



131 63.3 



164 79.2 
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with serious emotional disabilities and their families (78.3 percent). Other types of 
services mentioned were library services, workshops on specific topics, financial 
assistance information, and parent networking. 

Parent Training. These questions addressed the specific types of parent training 
offered. Respondents were asked about provision of training in three areas: (1) 
coping with the needs of children and adolescents who have emotional disabilities; (2) 
effective case advocacy for children; and (3) effective systems advocacy. Eighty-nine 
percent of the organizations (N-184) provided some type of parent training. Of those, 
123 organizations (59.4 percent) trained parents to cope effectively with their 
children's needs, 139 groups (67.0 percent) taught parents effective case advocacy for 
their children, and 111 organizations (53.6 percent) taught parents systems advocacy to 
improve services for children and adolescents with serious mental or emotional 
problems. 

The responding organizations also provided training in other areas, such as 
information about P.L. 94-142, 'individual Education Plans (lEP), positive parenting 
and a variety of other topics. Some organizations offered in-home training to parents. 

Advocacy. For the purpose of the survey, advocacy was defined as activity directed 
toward obtaining needed services from existing resources and/or attempting to 
improve the service system for children with emotional disorders. Thirty of the 207 
organizations surveyed (14.5 percent) did not engage in advocacy activities. However, 
these results must be interpreted with caution because of organizations' reluctance to 
report advocacy activity for fear that federal funding could be withdrawn. Of the 
177 organizations that reported advocacy activity, 150 (85.0 percent) stated that their 
efforts were directed toward case advocacy to assist individual families in obtaining 
needed services; 145 (82.0 percent) engaged in system change efforts to improve 
services for all children and youth with emotional disorders. 

Support Groups. Interview questions concerning support groups were designed to 
determine whether the primary focus was on the needs of the children, parents, or the 
entire family. These survey questions also sought to identify the extent to which 
support groups exclusively addressed emotional disorders. 

Nearly two thirds (63.0 percent) of the organizations reported sponsoring or providing 
support groups available to parents of children with emotional disabilities. Only 52 
organizations (25.0 percent), however, reported providing support groups that 
exclusively focused on issues concerning emotional disorders iw children. Fifty-six 
organizations (27.0 percent) characterized their support groups as focusing on the 
needs of parents of children with serious emotional disabilities. 

Direct Assistance. Direct assistance refers to specific one-on-one services provided to 
individual parents. Seventy-nine percent of the parent organizations reported that 
they provided some direct assistance to parents. The most frequently provided direct 
service (69.0 percent) was assistance in dealing with service agencies or public schools, 
such as accompanying parents to lEP conferences. Other forms of direct service 
included: respite care (21 organizations), homemaker services (eight organizations), 
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assistance with child care (25 organizations), assistance with food, money, or shelter 
(14 organizations), and transportation (22 organizations). Some organizations also 
reported providing scholarships for parents to attend semnars or training, counseling, 
funds for legal services, and in-home crisis intervention. 



Services Provided to P rofessionals 

The survey also examined the extent to which parent organizations provided training 
or other services for professionals. As displayed in Figure 4, only 1 1 of 207 
organizations stated that no servir were provided to professionals (i.e., almost ninety- 
five percent of the organizations surveyed provided some service designed for 
professionals). Approximately 72 percent (U9 organizations) provided information to 
professionals about the needs of families whose children have serious emotional 
disorders. Approximately two-thirds of the organizations listed specific topics for 
professional training. Seventy-two percent of the organizations also offer services to 
improve the working relationship between family members and professionals. 



Program Operation 

To identify program operation issues that might be problematic for parent 
organizations, respondents were asked to estimate their level of difficulty in dealing 
with a number of specific issues. These issues included parent recruitment and 
participation, program development and delivery, and acquisition of necessary 
program resources. The results are graphically displayed in Figure 5. 

Certain program operation issues regarding parent participation presented a substantial 
challenge for many parent organizations. Respondents from more than half of the 
organizations reported that locating parents in need was very easy or easy; only 12.8 
percent saw these issues as presenting any difficulty. However, parents were 
apparently more difficult to involve, with 21.7 percent of respondents reporting 
getting parents to participate in one-to-one settings as difficult or very difficult and 
34 percent indicating the same level of difficulty with involving parents in groups. 

Developing leadership also appears to be an important issue. Nearly 37 percent of 
respondents reported difficulty in helping parents build the skill and confidence to 
assume Ic .dership roles; fewer than 20 percent suggested that this task was easy or 
very easy. 

Developing the programmatic aspects of the organization appeared to present less 
difficulty. Very few respondents (1.4 percent) reported difficulty in finding topics of 
interest to parents and only 1 1 percent identified development of appropriate training 
and educational programs as difficult. Locating services and information for parents 
was considered difficult or very difficult by approximately 20 percent of respondents. 
However, almost half of the organizations found this task to be easy or very easy. 
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Figure 4. 

Services Offered by Parent Organizations to 
Professionals/Agencies 



Services to Improve Family/ 
Professional Relationships 




Training 




Information/Education 



Other Services 



None 




10. IX 



5.3X 



-+- 
10 



20 



67. 6X 
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40 
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Figure 5. 

Program Issues: Estimates of Ea; 9 or Difficulty 

n=207 



Locating parents In need 
Getting parents to participate (one to one) 

Getting parents to participate In groups 

Helping parents build necessary confidence and 
skill to assuie leadership 

Finding topics of Interest to parents 

Locating needed services and Inforiatlon 

Developing appropriate educational and training 

experiences 

Facilitating coMBunity awareness through outreach 

Acquiring necessary funding 



Finding appropriate leetlng space 

Getting Inforiatlon about Issues ?uch as 
Incorporation, tax free status, etc. 



i4X 



]54X 



24X 



47X 



jSox 



|38X 



m///M. 




27 
105 

45 

90 

70 
56 

76 
39 

3 
172 

41 

97 

23 
lOB 

56 
74 

96 
39 

7 

172 
6 

129 
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Estimates were fairly evenly distributed across re-oonse categories regarding the 
difficulty of effective outreach to facilitate community awareness. 

Funding was the organizational issue identified as difficult by the greatest number of 
respondents (46.4 percent). This finding is not surprising, given the number of parent 
organizations whose funding came from multiple, temporal y sources. 

Two other program resource issues appeared to be difficult for only a few 
organizations: locating appropriate space for meetings and obtaining information 
about the technical aspects of forming and maintaining an organization. 



Relationships with Other T.nnal or State Organizations 

Respondents' estimates of the difficulty in establishing working relationships with a 
number of local and state organizations are summarized in Figure 6. These data 
reveal a clear pattern; in every case, working relationships were considered easier to 
establish with local agencies than their state system equivalents. This pattern is even 
more pronounced when non-responses arc considered. In many instances, respondents 
did not make an estimate when an effort had not been made to establish a working 
relationship; existing relationships were reported with local agencies but not at the 
state l';vel. 

The mean estimates for each category arc all at or below the midpoint of the scale, 
suggesting that working relationships with external agencies and organizations were 
seen as relatively easy to establish. However, this averaging approach ignores 
important differences among systems. For example, local mental health agencies 
constitute the only portion of the formal service system for which working 
relationships were considered easy or very easy to establish, as reported by more than 
50 percent of respondents. Between 40 and 50 percent of resr.ondents indicated case in 
developing relationships with local and public schools, the state mental health system, 
and local child welfare agencies. Three state systems were identified by more than 20 
percent of respondents as difficult or very difficult: education, child welfare, and 
juvenile justice. 

Locating and working with other parent organizations and gaining access to legislators 
and policy-makers, were reported as easy or very easy to accomplish by more than 50 
percent of respondents. Nearly 40 percent of respondents reported case in including 
parents on relevant task forces, boards and other committees. 



Stage of Development 

The organizations surveyed have been in existence for varying amounts of time. 
Although the average age of the organizations was 14.2 years, 27.1 percent (56 
organizations) had been established in the four years prior to the study. More than 
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Figure 6. 

Estimates of Ease or Difficulty of Establishing 
Relationships with Other Organizations 

n=207 
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half of the organizations were established in the ten years prior to the study (1975- 
1983}. One organization began as an orphanage more than 100 years ago and evolved 
to its present state. 

Respondents were also asked to estimate the stage of development achieved by their 
organization. Figure 7 indicates that approximately 85 percent of respondents 
characterized their organizations as either "middle moving" (61 or 29.5 percent) or 
"advanced" (116, 56.0 percent). Thus, fewer than ten percent of the parent 
organizations were described as in the beginning stage of development and in need of 
accomplishing initial organizing work. 

Most organizations were also perceived by respondents as relatively healthy; only nine 
organizations (4.3 percent) were characterized as having lost enthusiasm, even before 
reaching all of their goals. 



In order to obtain a preliminary view of the training and information needs of 
participating organizations, questions were posed regarding the future plans of the 
organizations. Respondents were asked to identify their priorities if existing programs 
could be expanded and/or new service areas could be included in their organization. 
Respondents were asked to select their three highest priorities from the iist of choices 
displayed in Table 5. The two priorities identified most often were 
education/information services (109 organizations) and parent training (102 
organizations). Four other areas were chosen by 60 or more of the organizations: (I) 
advocacy; (2) support groups for parents; (3) services to improve parent-professional 
relationships; and (4) direct assistance to parents. 

Respondents were also asked to choose the highest priority area for future expansion. 
As seen in Table 6, the top five choices ali involved services for parents: advocacy 
(19.2 percent), parent training (17.7 percent), direct assistance to parents (15.3 percent), 
parent education/information services (14.8 percent), and support groups (9.9 percent). 
Services to professionals were given highest priority by 3.9 percent of the 
organizations and 7.9 percent of all respondents gave highest priority to activities 
aimed at improving parent-professional relationships. 



Service Del iverv Svstem Issues 

Respondents were also asked to give their reactions to a number of statements about 
the service delivery system for children and youth with emotional disabilities. The 
statements dealt with issues such as the range and number of services, cooperation 
between agencies, degree of difficulty in finding and accessing services, and 
geographic accessibility and family income (see Table 7). 
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Figure 7. 

Estimate of Organizational Stage of Development 



Beginning: Our gpoup/opganlzatlon Is 
young: we still have Initial organizing 
work to do, and are lust beginning to 

Mork on our goals. 



Middle-Moving: He have completed most 
of our 'start-up* organizing tasks: we 
are making progress toward our goals. 



Middle-Stuck: We Have not reached all 
of our goals, but we've lost much of 
the enthusiasm we had when we started. 



Advanced: He have programs to address 
many of our goals: we are ready and 
eager to take on new challenges. 



Other answers 
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Table 5 

AREAS OF DESIRED PROGRAM EXPANSION 
(as one of three choices) 



Education/information services 

102 

Parent training 
Advocacy 
Support groups 
Direct assistance 
Counseling for parents 
Services for professionals 

Services to improve parent/professionals relationship 63 



o * 

20 



84 
70 
61 
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AREAS OF DESIRED PROGRAM EXPANSION 
(first priority only) 



Future Service Area 

Education/information 

Parent training 

Advocacy 

Support groups 

Direct assistance 

Counseling for parents 

Services to professionals 

Services to improve family/ 
professional relationships 

Other 
IPTAL 



^ Percent 

30 14.8 
36 17.7 
39 19.2 
20 9.9 

31 15.3 

7 3.4 

8 3.9 
16 7.9 

16 7.9 
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Table? 



ORGANIZATIONAL RATINGS OF SERVICE DELIVERY ISSUES IN THEIR GEOGRAPHIC AREA 

N=207 



ERIC 



A full range of service 
to meet the needs of 
children and their families 
is available. 

There arc not enough 
services for all the 
children who need them 

Various agencies that 
serve "emotionally disturbed" 
children(e.g., mental health, 
welfare, schools) work well together 

Services are difficult 
to find: It is not easy 
for a child of a family to get 
accepted for service 

Services are available to 
children and their families 
no matter where they live 

Low income or lack of 
insurance prevents some 
families from obtaining 
services for their children 
with serious emotional handicaps. 



Very True 
8 (3.9) 



132 (63.8) 



11 (5.3) 



57 (27.5) 



17 (8.2) 



104 (50.2) 



2 
True 

N iM 

22 (10.6) 



36 (17.4) 



35 (16.9) 



56 (27.1) 



12 (5.8) 



41 (19.8) 



Neither True 
nor False 

44 (21.3) 



20 (9.7) 



63 (30.4) 



52 (25.1) 



17 (8.2) 



26 (12.6) 



4 

False 

N 

58 (28.0) 



7 (3.4) 



44 (21.3) 



29 (14.0) 



58 (28.0) 



17 (8.2) 



Very False 
11 (34.8) 



8 (3.9) 



50 (24.2) 



10 (4.8) 



96 (46.4) 



13 (6.3) 



Mean 
3.8 



1.6 



3.4 



2.4 



4.0 



2.0 



Service Comprehensiveness. A large percentage of respondents believed that 
comprehensive services were not available. Fewer than 15 percent of respondents 
stated that it was true or very true that a full range of services is available to meet 
the needs of children and their families. Conversely, 62.8 percent of respondents 
disagreed with this statement, reporting that it was false or very false. 

Service Quantity. An even larger percentage of respondents (81.2) believed that there 
are not enough services for all children in need. Only 7.3 percent of respondents 
considered existing services to be sufficient in addressing the needs of these children. 

Interagency Coordination. Slightly more than one-fifth of respondents were of the 
opinion that the various agencies worked well together in serving children with 
emotional disorders. Approximately twice as many respondents (45.5 percent) stated 
that agencies did not work well together and another 30 percent said that this 
statement was neither true nor false. 

Access to Services. More than half of the respondents (54.6 percent) agreed that 
services are hard to find, while nearly twenty percent disagreed with this statement. 
Issues of geographical inaccessibility were also considered important by a large number 
of respondents. Nearly three-quarters of the respondents disagreed with the statement 
that "services are available to children and their families no matter where they live." 
Thus, there appears to be widespread agreement that geographical barriers and 
maldistribution of services creates a very uneven system of care for his population. 
Seventy percent of the respondents also agreed that low income or lack of insurance 
prevents some families from obtaining services for their children. 

Needed Improvements in Specific Services. Respondents were also asked about the 
number and quality of existing services. The questions addressed the extent to which 
the supply of services is adequate in various service areas and improvements needed in 
existing services. The responses are displayed in Table 8. 

More than 50 percent of respondents in each area felt that the numbers of services 
needed to be increased. Respite care was seen as the service that was most needed, 
with 180 of 195 respondents (92.3 percent) wanting to increase availability of these 
services. Twelve respondents indicated that respite care was non-existent in their area 
or state. Many respondents (81.2 percent) also indicated a great need for expanding 
transitional services. 

In all service areas, at least some of the respondents indicated a need for improvement 
in the quality of existing services. The greatest number of respondents (71.8 percent) 
identified improvements needed in public school educational programs. 

An interesting contrast was found in respite care programs. Although most 
respondents thought that services needed to be expanded, existing respite care services 
were viewed by very few respondents as needing improvement in quality. 
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NEEDED IMPROVEMENTS IN THE SERVICE DELIVERY SYSTEM 

N=207 



Outpatient treatment (psychological/ 
psychiatric) for affected children 

Outpatient treatnient 
for family members 

Residential program 
for "ED" children 

Treatment programs/ 
residential settings 

Educational programs in 
residential settings 

Educational programs 
in public schools 

Respite care 

Information and advice 
for parents 

Transitional services; from residential 
to family settings (home/foster care) 

Transitional services; from school 
to work and/or community living 

Vocational services 

Day treatment 

Diagnostic services 

Crisis services 

Recreation/leisure programs 
Life survival skills 



Increase the 
Number of 
Services 

N (%) 
155 (79.5) 

148 (76.3) 

138 (73.8) 

116 (63.4) 

102 (59.6) 
132 (67.7) 

180 (92.3) 

146 (75.6) 

155 (81.2) 
164 (84.1) 

151 (76.3) 

147 (78.6) 

103 (57.2) 
151 (80.7) 
151 (81.2) 
147 (79.9) 



Improve the 
Quality of 
Services 

N (%) 
132 (67.7) 

129 (66.5) 

109 (58.3) 

110 (60.1) 

100 (58.5) 

140 (71.8) 

77 (39.5) 
i05 (54.4) 

120 (62.8) 

122 (62.6) 

124 (62.6) 
99 (52.9) 
104 (57.8) 
107 (57.2) 
91 (48.9) 
97 (52.7) 




Respondents' comments encompassed many aspects of services in their geographic area. 
No fewer than six respondents in each service area listed in Table 8 commented that 
they did not know about the availability or quality of existing services. Some 
respondents stated that residential care was so limited or nonexistent that children and 
adolescents with seiious emotional disorders were placed out of state; these 
respondents identified a need for more residential services. 

Conversely, other respondents were not in favor of residential treatment and indicated 
that more community-based services were needed. Several commented that more 
community-based services for families would prevent residential placement for their 
children. 

Other comments addressed the need for respite care, recreational programs, and life 
survival skills. 



CONCLUSION 

This survey was conducted to locate and describe parent organizations of and for 
parents of children and adolescents with serious emotional disorders. It is the first 
study of its kind, providing a picture of the functions of parent organizations, the 
services provided, and perceptions of service needs and future plans for parent 
organizations. The data regarding the types of services provided and the number of 
clients served help to describe the current availability of services to parents of 
children and adolescents with serious emotional disabilities. 

The 207 parent organizations surveyed provided a wide variety of services, with most 
offering general services such as referrals to other agencies and information about 
emotional disorders in children. As services become more specific, individualized, and 
costly, fewer organizations provided them. For example, respite care and financial 
assistance were provided by fewer than ten percent of the organizations. 

The study data also suggests the need for professionals to gain greater understanding 
of emotional disorders and greater accessibility for families to professional services. 

Respondents considered existing services to be inadequate in each specific service area 
in meeting the needs of the client population; certain services were non-existent in 
many geographic areas. Even when services were available, access was limited by 
factors such as parents* lack of knowledge, transportation, financial resources, and 
geographic or other barriers. 

A directory of the parent organizations (Norman and Friesen, 1988) lists each 
participating organization and the services it provides. It is updated on a regular 
basis through our Resource Service. 
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FAMILIES AS ALLIES 
Parent Organization Survey 



Description: 



A national survey of organizations of and for parents 
of seriously emotionally handicapped children and youth 
conducted during the months of July-November, 1985. 



Purpose of the 
Families as 
Allies Project: 



To promote collaboration betwe^.i service providers and 
families of children and adolescents who are seriously 
emotionally disturbed. 



Purposes of 
the Study: 



To locate and describe organizations throughout the 
country that provide education, support, training, 
advocacy, and other services to families of ser- 
iously emotionally disturbed children. 

To gather information about program operation 
issues faced by parent groups. 

To describe aspects of the relationship between 
parent organizations and agencies, schools, and 
other parts of the child-serving system. 

To gather impressions about needs, resources, and 
the current service delivery system for children 
with serious emoti^'^'^l handicaps from the perspec- 
tive of parent orgar.. ions. 



Study Method: 



A two stage telephone survey designed to (I) locate and 
screen potential respondent organizations, and (2) 
conduct extensive telephone interviews with representa- 
tives of participating organizations. 



Study Products: 



• A national directory of organizations for families 
of seriously emotionally disturbed children and 
youth. Published and distributed throughout the 
U.S. during fall, 1985. 

• Research reports and working papers. 



For further information, contact: 

Barbara J. Friesen, Ph.D. 

Families as Allies Project 

Research and Training Center for Seriously 

Emotionally Handicapped Children and Youth 

Portland State University 

P.O. Box 75 J 

Portland, OR 97207 

(503) 229-4712 

October. 1985 
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SCREENING INTERVIEW GUIDE: 

Organizations o///or Parents of 
Seriously Emotionally Handicapped Children and Adolescents 

INTRODUCTION: (Something like the following): 

Hello, my name is . I'm calling from. (saM . from the (namt fif 

p^oSnnl TAPP C enter ) — We are calling organizations that provide services to 
^SSf^of^ld^nd adokscents ^^th Imotional . handicaps Fd^^^^^^ 
speak with your Director, or another person who can give me information about 
your organization. 

(To Director, or other contact person): 

Mv name is , and I'm calling from (Regional TAPP office) in teitxl. We 

^ntercstSHnEnioiating parent groups or other organizations that serve 
nireis of emot°ona^^^^ children and adolescents. We want to 

fncTudc as mSS ^^cXt organizktions as possible in a national directory we 
we pitting together. By Emotionally handicapped, . we mean for example 
children who have been identified as seriously emotionally disturbed by the 
public Sch^ls, or who have been diagnosed as menta ly or emotionally ,11 by a 
mental health agency. (We do not intend to include organizations that 
exclusively serve parents of autistic children). 

I am interested in finding out whether your organization serves parents of 
emotionally handicapped children, and if you know of other organizations that 
do. Can you give me a few minutes? 

1 Do you (does your organization) provide any of the following services to 
parents of children and adolescents with cm<>t»onaii»°i»caps7 
(RE(:ORD ON PARENT ORGANIZATION SCREENING FORM) 

2. (IF NO, GO TO QUESTION 3): IF YES: 

The directory I mentioned will include information about organizations 
such as yours from across the country. 

If you are willing, I'd like to schedule a time when we could talk 
further by phone. We are interested in the history of your organization, 
more about the services you provide, your funding a^f^ ^^^er such 
Questions This should take about 30-40 minutes. What time would be 
S^iteSrent for you? (SCHEDULE INTERVIEW ON PARENT 

ORGANIZATION SCREENING FORM) 

We will send you a copy of the questionnaire so that you can look over 
the questions before the interview. 

Sl?iorsuS »erserv!Jr^ ridoVsSeSS 
wiTemoSl haS^ '"^RECORD ON PARENT ORGANIZATION 

SCREENING FORM). May I use your name when I call the groups you have 
suggested? 

Thank you very much for your help. Let me give you my address and phone 
number). If you think of any other parent organizations that should be 
included in our directory, please let me know. 

Thanks again! 
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PARENT ORGANIZATION SCREENING FORM 



ss553Bassss«:a:»««s«ss«5:«5ssssss»s5Ssssessassa.— 

Region II Interview Scheduled: Y N-NA* N-R** 

II 

Interviewer:. II (*NA=Not Appropriate; ♦*R=Rcfused) 

Length of call: II Interview Date: ^Time \ 



Date this Call II Letter Sent (Date): =^ 



1. NAME OF ORGANIZATION 



2 i\DDI^£SS 

(Street or P.O. tiox) (City) (State) (Zipcodc) 

3. TELEPHONE: ( ) ( ) 

4. NAME OF DIRECTOR, PRESIDENT. ETC.: 

5. CONTACT PERSON: 



6. SERVICES PROVIDED: (Corresponds to Question 1 on Screening Guide) 

a. Information about emotional disturbance of children. Y N 

b. Training re: emotional disturbance and related topics. Y N 

c. Referrals to other sources of information and/or services. Y N 

d. Case advocacy; help individual families get needed services. Y N 

e. Systems advocacy; increase/improve services for all children. Y N 

f. Assistance in dealing with service agencies or the public Y N 

schools (e.g., help in understanding the lEP process). 

g. Support groups for parents that: 

1) Focus on issues re: on emotional disturbance. Y N 

2) Focus on all disabilities, including emotional handicaps. Y N 

h. Personal or psychological counseling services. Y N 

i. Other Y N 

// the organization provides any of services (a) - (g), schedule an 
interview. If only counseling (h) is provided, do not interview unless 
information in (i) suggests the organization should be included. 

7. OTHER ORGANIZATIONS TO CONTACT: (Question 3 on Screening Guidel 
Name of Organization Contact Person TglgP^gnC Cili 
(_) 

( ) 

(_) 

(_) 

( ) 



8, Permission to use name when calling organizations in #7? Y N 
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PARENT ORGANIZATION SURVEY 
Telephone Interview Appointment Form 



TO: (Name): 

(Organization: 
(Address): 



(Telephone): ( ) 

Your telephone interview is scheduled for 

(Time): a.m./pjn. on ^ — _ 

(Date) 

will call you on that day from the Regional 

(Interviewer Name) 

TAPP office in ***y* ***y reason 

(City) 

you are unable to keep this appointment, please call ( ) 

Thank you for participating In this survey! 
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&Naine& 
&Organizat.ion& 

&Organization2& &Datc& 

&Building& 

&Street& 

&City/statc/zip& 

Dear &Name&: 

Thank you for participating in our survey of organizations of and for families of 
children and adolescents with serious emotional handicaps. The national directory that 
will result from this study will be very useful to both families and service providers 
throughout the country. 

This study is jointly sponsored by the Technical Assistance for Parent Programs (TAPP) 
project in Boston, and the Research and Training Center for Seriously Emotionally 
Handicapped Children (RTC) in Portland, Oregon. The staff of these two organizations 
share a conviction that families of emotionally disturbed children need more support 
and information than is commonly provided by the formal service system, and that parent 
organizations can serve an important function in meeting these needs. 

Enclosed in your copy of the questionnaire that will be used during the telephone 
interview, along with a confirmation of the date and time of your appointment You 
don*t need to complete this questionnaire; your answers will be recorded in writing by 
the interviewer. You may wish to use your copy to make notes about certain questions, 
however, as you prepare for the interview. 

The questionnaire covers information in a number of areas. In addition to gathering 
information for the directory, we want to describe what is happening among parent' 
organizations across the U.S. We are also collecting some information about issues 
related to the service delivery system for emotionally handicapped children and their 
families from the perspective of parent organizations. 

The directory will include the name, address, phone number, services and fees (if any) 
for each organization. You will have an opportunity to review the directory entry for 
your organization before it is published. Information not included in che directory 
such as the history and future plans of organizations, funding sources, and opinions 
about the service systen will be summarized in a report in which no information about 
individual organizations will be identified. This report will be used primarily by the 
"Families as Allies" project of the RTC to improve the ways that parents and profes- 
sionals work together on behalf of emotionally handicapped children and adolescents. 

The interviewer from the Regional TAPP center will be happy to answer questions that 
you may have about this study. You may also call the study coordinator, Barbara 
Friesen, for additional information. 

Thanks again! 



Martha Ziegler, Project Director 
Technical Assistance to Parent 
Programs (TAPP) Project 
312 Stuart St., 2nd Floor 
Boston, MA 02 11 6 
(617) 482-2915 



Barbara J. Fricscn 
Families as Allies Project 
Resf Tch and Training Center 
Pon aiid State University 
P.O. Box 75 1 
Portland, OR 97207 
(503) 229-4040 



PARENT ORGANIZATION TELEPHONE INTERVIEW 



Region: 



Interviewer: 



I Interview date: 

j Length of Interview: 



IDENTIFYING INFORMATION 

1. Name of Organization, 

2 . Acronym 



3 . Address : 



Building 



Department 



Street 

4. Telephone (. 

5. Director: 



City 



State 



Zip 



(. 



6. Co-Director: 



7. Other Contact Person (s): 

8. Auspices (Sponsorship): 
a. Is your organization 



PUBLIC, or 



PRIVATE (check one) 
b. Are you part of a national organization? (Which): Y N 



c. Are you part of a larger state or local 
organization? (Which) : 



Y N 



d. Other sponsorship? (What) : 



Y N 



FUNDING 

9. Do you charge a membership fee? 
10. Fee: $ One time only_ 



Yearly 



Y N 
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11. Funding Sources: Please indicate the 3 major 

(Check all that ag. / funding sources, with l«priniary : 

^Membership fees 



Fee for services 



Grants or contracts from state (public) 



Federal grants or contracts (public) 
Grants or contracts from city/county (public) 
Grants or contracts from foundations (private) 
Grants or contracts from private organizations 
Individual donations/contributions 



Other 



Other 



GEOGRAPHIC SERVICE AREA 

12. What geographic area do you serve? 

^a. Single city (which) 



NAME OF SERVICE AREA 



_b. Single county (which) 
_c. Region within a state 



d. Single State 



e. Several states 



f. Nationwide _U.S.A. 



g, OTHER (What?): 



POPULATIONS SERVED 

13. Does your organization focus' exclusively on children Y N 

and/or adolescents (NOT ADULTS)? 

14. Doe-, your organization focus exclusively on mental Y N 

or emotional disturbance? (If yes, go to #16) 
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15. What disabilities do you include: (Check all that apply) 

a. Mental or emotional disturbance 

b. Physical handicaps 

c. Visual Impairment 

d. Hearing Impairment 

e. Mental retardation/developmental disabilities 

f . Learning disabilities 

g. Autism 

h. Other populations? (What?) z 



SERVICES TO PARENTS 

16. To about how many parents do you provide the following per year: 
Face-to-face service (support groups, workshops, etc)? 

Information & Referral, or other telephone service? 

Mailed written materials? 

17. Do you publish a bulletin or newsletter ? Y N 

18. Newsletter #1: 19. Newsletter #2: 

Title: Title: 



Publication Schedule: Publication Schedule:. 

Cost/year: Cost/year: 



20. Education/Information : What services do you provide for parents 
of emotionally handicapped children? (Check all that apply) : 

a. NONE 

b. Information re: emotional disturbance of children 

c. Referrals to other sources of information/ services 



d. Information about rights of children/parents 
under P.L. 94-142 

e. Other 
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Parent Training Services ; Which of the following do you provide? 
" : ■ (Check all. that apply) s 

a. NONE 



b. How to cope/deal effectively with the needs of 
emotionally disturbed children/adolescents. 

c. How to be effective case advocates for their own 
children. 

d. How to be effective pystem advocates (advocacy to 
inprove quantity/quality of services for emotionally 
disturbed children in general. 

e. Other training for parents: 



cyi In which of the following advocacy activities does 
your organization engage? (Check all that apply) : 

a. NONE 

b. Case advocacy— help individual families of emotionally 
disturbed children get needed services 

c. Systems advocacy — work to increase/ improve services 
for all emotionally handicapped children 

d. Other; 



support Groups ; Do you provide or sponsor groups that (check all 
— that apply) : 



a. NONE 



b. Focus exclusively on issues re: ' emotional disturbance 
in children/adolescents? 

c. Focus on all disabilities, including emotional handicaps 

d. Focus on other issues? (What?): 
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24. Direct Assistance : Which of the following services do you provide 
to parents of emo tionally disturbed children/adolescents: 

a. NONE 

b. Assistance to parents in dealing with service agencies 

or the public schools (e.g., help in going through an 

I.E. P. process) . 

c. Respite care. 

d. Homemaker services. 
e. Child care services. 

f . Food, shelter, financial assistance. 

a. Other: 



25. What other services to parents of emotionally handicapped 
children & adolescents do you provide? 



SERVICES TO PROFESSIONALS/AGENCIES 

26. Which of the following activities/services for professionals do you 
provide? (Check all that apply) : 



a. NONE 



b Information/education to help professionals understand the 
needs of families of emotionally disturbed children 

c. Training for professionals on specific topics 

Topics: , 



d. Other: 




27, Do you offer services/activities aimed at improving the 
working relationship between family members and service 
providers (professionals)? 



Describe: 



HISTORY OF YOUR ORGANIZATION 

28. Year established 29. Year incorporated 

30. (Brief) description of original goals/philosophy/purpose 



31. How have these goals & purposes changed over time?: 




PROGRAM OPERATION ISSUES: HOW easy or difficult are the follcwing 
issues for your organization: 



Very 
Difficult 



Locating parents in need? 

Getting parents to participate (one-to-one)? 

Getting parents to participate in groups? 

Acquiring necessary funding? 

Finding appropriate meeting space? 

Getting information about issues such 
as incorporation, tax-free status, etc.? 

Finding topics of interest to parents? 

Locating needed services/ information? 

Developinc, appropriate educational/ 
training experiences? 



1 
1 
1 
1 
1 



1 
1 



2 

2 
2 
2 
2 
2 

2 
2 
2 



3 
3 
3 
3 
3 
3 

3 
3 
3 



4 
4 
4 
4 
4 
4 

4 
4 
4 



5 
5 
5 
5 
5 
5 

5 
5 
5 



Others? 



RELATIONSHIPS WITH OTHER ORGANIZATIONS/EXT^AL SYST^: How easy or 
difficult are the following issues for your organization? 



Establishing working relationships with: 
a.l local public schools 
a. 2 the state educational system 
a. 3 local mental health agencies 
a. 4 the state mental health system 
a. 5 local child welfare agencies 
a. 6 the state child welfare system 
a. 7 local vocational rehabilitation agencies 
a. 8 state vocational rehabilitation system 
a. 9 local juvenile justice agencies 
a. 10 state juvenile justice system 



Very 
Easy 



1 
1 

1 
1 
1 
1 
1 
1 
1 
1 



Very 
Difficult 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 

4 5 
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Very 
Easy 



Very 
Difficult 



b. Locating/working with other parent groups 12 3 4 5 

c. Gaining access to state legislators, 12 3 4 5 

or other policy makers. 

d. Getting parents included on relevant task 12 3 4 5 
forces, boards, or committees. 

e. Other issues? 1 2 3 4 5 

ORGANIZATIONAL STAGE OF DEVELOPMENT 

34. Choose one of the following statements that comes closest to 
describliig your organization's stage of development and growth: 

^a. Beginning ; Our group/organization is young; we still 

have initial organizing work to do, and we are just 
beginning to work on our goals. 

^b. Middle: We have completed most of our "start-up" and 

organizing tasks; we are making progress toward our goals. 

^c. Advanced: We have programs in place to address many 

of our goals; we are ready to take on new challenges. 

FUTURE PLANS FOR PROGRAM DEVELOPMENT 

35. If your organization were able to expand its services/scope of 
operation, which three areas would you emphasize? 

a. Education/ information services. 



b. Parent training services. 



c. Advocacy. 



_d. Support groups. 

e. Direct assistance 

f. Counseling for parents. 

g. Services to professionals. 

h. Services to improve the relationship between 
family members and professionals. 



i. Other 



37. TO which of these areas (Question 3(5) would you give the 
highest priority? (Circle oiie check mark above) . 



Comments about future plans: 



CHILD AND ADOLESCENT SERVICE SYSTEM PROJECT (CASSP) 

37. Had you heard about the Child and Adolescent Service Y N 
system Project (CASSP) before this survey? 

38. Does your state have an NIMH funded DON'T KNOW Y N 
Child and Adolescent Scjrvice System 

(CASSP) project? (If no, skip to 
question 41). 



39. Is your organization involved with the CASSP project 
in any f oraal way? (E.g., contract, or agreement about 
participation, exchange of information or services) . 



Y N 



How?: 



40. Is your organization involved with the CASSP project Y N 

in informal ways? 



How?: 
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SERVICE DELIVERY SYSTEM ISSUES 



41. Please indicate the extent to which the following statements 
describe the service delivery system for seriously emotionally 
handicapped children and their families in your service area: 



a. A full range of services to meet the needs 
of children and their families is available 

b. There are not enough services for all the 
children who need them. 

c. Various agencies that serve emotionally 
handicapped children (e.g., mental health, 
child welfi\re, schools) work well together. 

d. Services are difficult to find; it is not 
easy for a child or family to get accepted 
for service. 

e. miere children and their families live does 
not have an effect on whether services are 
available to them. 

f • Low Income or lack of insurance coverage 
prevents some families from obtaining 
services for their emotionally handicapped 
children and adolescents. 



COMMENTS : 
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Very Very 
True False 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 

1 2 3 4 5 



45. PLEASE INDICATE SELOU WHAT IMPROVEMENTS YCW THINK ARE NEEDED IN THE SERVICE OELtVCRY SYSTEM fOR SERIOUSLY EMOTIONALLY HANDICAPPED CHILDREN AND ADOLESCENTS 
AND THEIR FAMILIES (Check all that apply): 



a. Outpatient treatment (psychological/ 
psychiatric) for affected children. 

b. Outpatient treatment for family mefiberi* 

c. Residential placement for seriously 
emotionally disturbed children. 

d. Treatment programs In residential 
settings. 

e. Educational programs In residential 
settings. 

f. Educational programs In public schools* 
g« Respite care. 

h. Information and advice for parents. 

1. Transitional services; from residential 
to cormunlty settings. 

j. Transitional services; from school to 
work and/or coflmunlty living. 



k. Vocational services 

I . Day Treatment 

m. Other, 

n. Other 



Increase 

the NUMBER 
of services 


Improve 
service 

(MJALITY 


OTHER 


COMMENTS 
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SURVEY OF ORGANIZATIONS OF AND FOR FAMILIES 
OF CHILDREN AND ADOLESCENTS WITH 
SERIOUS EMOTIONAL HANDICAPS 

Instructions for Interviewers 



I. INTRODUCTION 

This study of parent organizations is being conducted tliroughout the US 
during the months of July and August, 1985. You are one of several 
interviewers in each of the five TAPP regions making telephone calls 
first to locate, and secondly to interview organizations that provide 
services and support to parents of emotionally handicapped children and 
adolescents. This set of instructions is designed to answer many of the 
questions you may have about the study, and also to help you answer 
questions that may be posed by the people you interview. Although this 
guide is fairly complete, you may have questions that are not covered 
here. When possible, get your questions answered before you conduct 
interviews; it is very important that the interviews be <1one in a 
similar way in each region. Barbara Friesen (503) 229-4040 at the 
Research and Training Center in Portland, Oregon is coordinating the 
study. Aslc for her, or for Marilyn McManus when you have questions. 

IL PURPOSES OF THE STUDY 

Thr; major purposes of this study are outlined below. Become familiar 
wi<h this information, as some of the people you call during the 
screening phase will want to know "what's it all about** before they 
answer any questions. This is of course their right; this information 
should help you avoid being treated like a telephone solicitor (many of 
whom also begin the conversation by claiming they are doing "research**): 



1. To gather information about organizations providing support, 
education, training, information and referral and other ser- 
vices to families of seriously emotionally disturbed children 
and adolescents. Uses: This information will be included in a 
national directory of organizations of and for parents of 
emotionally handicapped children. 

2. To learn about the history, current experiences, and stages of 
development of parent groups or organizations serving families 
of seriously emotionally handicapped children and adolescents. 
Uses: This information will help us understand the patterns 
and pit/alls experienced by these organizations, and should be 
useful in improving the quality of consultation, training and 
technical assistance provided to them. 

3. To learn more about the future goals and aspirations of parent 
organizations throughout the country. UsoL' First, it will be 
interesting to see if there are patterns in the directions in 
which parent organizations are developing. More immediately, 
this information will be used to select a few organizations as 
sites for developing and testing training materials. 

4. To obtain information about important service system issues 
. from the perspectives of parent organizations across the 

country. Uses: This information should be useful to both 
parent organizations and service providers in planning activi' 
ties aimed at improving services to seriously emotionally 
handicapped children and adolescents and their families. 

G2 
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III. THE SAMPLE 

The organizations wc want to include in the study fall into two general 
categories: 

1. Parent groups or organliatlons; organizations „'"° Jjl 
parents for themselves and other parents. These groups will vary greatly 
in size and degree of organization (e.g.. some will charge dues and have 
•members" in a formal sense, others will not; some will be incorporated 
and have written bylaws, mission statement, and goals, others wi 1 not). 
In spite of this variety, these groups and organizations will fall 
generally into the category of "parent self-help organizations. 

2. Organizations that support, encourage, or sponsor parent 
self-help activities or Information, education, training, support and/or 
advocacy activities. Some organizations may address a number of pur- 
poses, one of which may be to provide services to parents of emotionally 
handiciFped children and/or to promote se f-help activities among 
families An example of this type of organization may be local mental 
health associations, which may sponsor, fund, or support parent organi- 
zations in some way. These organizations should be included m the 
sample, since they have services that are available to anyone, who 
inquires, and we want to include them in the directory. When it is the 
case that there is a larger sponsoring organization, and the parent 
services are one part, or component of the larger operation, the inter- 
view should focus on the parent service or support component 

For example, you might find a project called "Parents Helping Parents" 
sponsored by a Mental Health Association. The project is new; they use 
the telephone number of the Mental Health Association, and don t have a 
membership list, or any formal organizational structure. So far, the 
project consists of about a dozen families who have come to at least one 
meeting. When doing the Parent Organization Telephone Interview, the 
interview should be done with someone in the project (a coordinator?); 
the Mental Health Association should be described as an a"»l»atc 
(Question 8, "Auspice"), and the section that addresses "history should 
be used to find out about the "Parents Helping Parents" project, naL the 
Mental Health Association. 

Organizations that generally should Ml be included in the sample are 
formal service agencies such as mental health treatment programs for 
children, or public child welfare agencies. Some of these agencies may 
provide training for parents as a part of their overaJl treatment or 
service program, but their services are usually limited to parents whose 
child is enrolled in their program, and are not oriented toward self- 
helD." Exceptions to this general rule may occur, as m the case where a 
mental health center serves as a sponsor for a parent group to get 
started. In this case, however, we are interested m the parent group, 
not the mental health clinic. 

These distinctions may not always be that clear - you may need to check 
Questionable cases with the study coordinator before deciding whether to 
imTlude a group or organization in the sample for the full telephone 
interview It may help to remember the title of the study: "Survey of 
brgSnizrt'ions 7f ^nd for Families of Children and Adolescent, with 
Serious Emotional Handicaps." Our interest is m organizations that 
focus on the needs of parents. Parents have these needs for information, 
support, and training because they have a child who has been diagnosed, 
or labelled as seriously emotionally handicapped. 
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IV, GENERAL PROCEDURES 
A. Interviews 

This survey has two steps. First, you conduct a short (5-10 minute) 
telephone interview to establish whether the organization is appropriate 
for our sample. If you decide during the screening interview that the 
group or organization should be included, then you schedule an 
appointment for a telephone interview at a later date (2-3 weeks later). 

Parent organizations that you schedule for an interview will receive a 
joint letter from TAPP and the Research and Training Center explaining 
the survey. They will also be sent a copy of the questionnaire to be 
used in the telephone interview which they can review ahead of time, and 
use as a guide during the interview. 

Procedures for notifying the Research and Training Center about who 
should get letters and questionnaires are addressed below in Section V: 
"Communication." 

1. Screening Interview: The purpose of this phone call is 
to decide whether an organization is appropriate to 
include in the study sample and to get suggestions about 
other organizations to contact 

The "Screening Interview Guide" contains fairly complete 
instructions about how to complete the Parent Orgaaiza- 
tion Screening FornL 

When ^ou are calling organizations suggested during these 
screening interviews, access to the new organizations 
will often be easier if you use the name of the person 
who gave you the referral 

2. Parent Organization Telephone Interview: Many of the 
questions in this questionnaire are self-explanatory. 
The process of pilot testing suggested some questions 
that need more explanation (see below). If you find 
other questions that are ambiguous or confusing, please 
call Barbara Friesen. Following are comments about 
questions that appear to need more explanation: 

Question #8: Auspices (Sponsorship): 

Here we are concerned about the structure and governing 
body of the organization (Le^ from where do the by- 
laws, policies, etc. come?). We want to know only 
about organizations of which the Parent Organization is 
formally a part This might be, for example as a local 
chapter of a national organization (some Mental Health 
Associations), or as a part of a larger local 
organization, such as a Community Mental Health Center. 

Question #25: 

Any services not covered in questions 20-24 should be 
noted here. 




V: COMMUNICATION 

A General: When in doubt about something, call Barbara Fricscn to 
discuss your questions. It is important that the interviews in all 
TAPP regions are conducted according to the same instructions. 

B. Completed Parent Organization Screening Forms: 

1. Each Wednesday and Friday, call the Research and 
Training Center (503) 229-4040 with the names, addres- 
ses, phone numbers, dates, and times of each 
appointment for telephone interviews. Ask for Jan 
Worthington, who will complete a Survey Information 
Appointment Form and mail it, along the the letter 
explaining the survey and a copy of the questionnaire 
to the persons with whom you have made appointments. 

2 Transfer pertinent information (name, address, i^one 
number, appointment time, etc.) from the Screening Form 
to the Parent Organization Telephone Interview 
questionnaire, and mail all completed Screening Forms 
to the Research and Training Center once a week. Be 
sure to make a note (or a copy) of suggestions of other 
organizations to contact (#7^ Screening Form) before 
you mail them. 

C. Completed Parent Organization Telephone Interview 
Questionnaires: 

1. Tmmediatelv after each telephone interview, check each 
questionnaire for accuracy, clarity and completeness. 

2. Once a week, mail the completed questionnaires to: 

Barbara J. Friesen 
Research and Training Center 
Portland State University 
P.O. Box 751 
Portland, OR 97207 



VI. RECORD-KEEPING 



Record the name of each person you call, the telephone nunaber, city, and the 
lenSh of the c.>ll on thV "Parent Organization Survey Worksheet; Also 
indicate the time that you spent reviewing the quests Jinaire after each 
Sferview. We h^e estimated that you will need to spend approximatdy 10 
minutes reviewing each questionnaire to be sure that the answers are 
completely and accurately recorded. 

Every two weeks, give the completed worksheets to your supervisor, who will 
use them to prepare invoices so that your time, and the telephone calls, can 
Sr reimbursed Copies of the worksheets should be forwarded to the Research 
and Training Center with the invoices. 

HAVE A GOOD TIME! 
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Organizations for Parents of Cliildren Who 
Have Serious Emotional Disorders: 
Report of a National Study 



EVAI.UATIONFORM 

1. Who used the report? (Check all that apply.) 

Parent Educator ^Child Welfare Worker 

^Juvenile Justice Worker Mental Health Professional 

Other (Please Specify)^ 

2. Please describe the purpose(s) for which you used the report: 



3. Would you recommend use of the report to others? (Circle one) 

Definitely Maybe Conditionally Under No Circumstances 

Comments: 

4. Overall, I thought the report was: (Circle one) 

Excellent Average Poor 
Comments: — 

5. Please offer suggestions for the unprovement of subsequent editions of this report: 



We appreciate your comments and suggestions. Your feedback will assist us in our effort to 
provide relevant and helpful materials. Thank you. 

Please fold, staple and remm this self-mailer to the address listed on the reverse side. 



fold and staple 
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